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Currently, many epidemiological and 
surveillance surveys of general and key 
populations do not ask participants 
the results of their most recent test 
for human immunodeficiency virus 
(HIV) test. Not asking about HIV sta-
tus precludes measuring the cascade 
of engagement in HIV-related care 
thus undermining the ability to track 
key indicators in the response to the 
epidemic. Common reasons cited why 
participants are not asked their current 
HIV status in surveys include: (i) do-
ing so may violate respondents’ human 
rights; (ii) asking has the potential to 
exacerbate stigma and discrimination; 
and (iii) self-reported status can be inac-
curate. A crisis caused by potential and 
real violations of privacy led to public 
health surveillance that collects less 
health information compared to other 
infections. “AIDS exceptionalism”, once 
necessary in settings with punitive laws 
and human rights violations, has carried 
forward from the 1980s to today.1
Changes in social and biomedical 
contexts over the past decade diminish 
the need for an exceptional approach 
to HIV surveillance. The availability of 
life-prolonging antiretroviral therapy 
(ART) and the communal benefit of 
reduced onward HIV transmission 
provide a strong rationale for early 
detection of HIV infection.2 Stigma 
and discrimination caused by asking 
survey participants their HIV status, 
in addition to other routinely posed 
sensitive questions (e.g. condom use, 
arrests, sharing needles/syringes and 
forced sex) can be minimized in several 
ways. All surveys include confidentiality 
and anonymity for participants, ethics 
review of protocols and strong staff 
training to maintain confidentiality 
and anonymity, with clear penalties for 
disclosing confidential information. In-
formed consent procedures must always 
allow participants the right to refuse to 
respond to questions they find too sensi-
tive or stigmatizing and to discontinue 
at any time without penalty.
We assert that the benefits of ask-
ing self-reported HIV status as part of 
an HIV survey now outweigh the risks 
of asking this question. There can be 
immediate benefits to respondents who 
can be referred to appropriate services. 
Public health benefits include informa-
tion about undiagnosed infection and 
whether an individual is in HIV-related 
care and treatment. This is crucial to 
understanding the potential for HIV 
epidemic expansion in a given commu-
nity and coverage of care and treatment 
services.3
Omitting HIV status represents 
a missed opportunity to measure the 
undiagnosed proportion of people liv-
ing with HIV, their treatment coverage 
and subsequent prevention impact. To 
estimate the true prevalence of HIV, 
estimates of the proportion of HIV that 
is undiagnosed are needed.4 Reducing 
the number of people unaware of their 
HIV status is a UNAIDS global target 
precisely because this knowledge is criti-
cal to entry into treatment.5 Behavioural 
risk factors for HIV infection may differ 
among people with unrecognized HIV 
compared to those with confirmed HIV. 
Information from people with unrecog-
nized HIV has the potential to improve 
HIV programme planning and imple-
mentation. Mistakenly thinking one 
is uninfected can lead to incorrect use 
of harm reduction strategies in which 
behaviour is adapted according to the 
assumed HIV status of sexual partners.6 
Some HIV interventions depend upon 
awareness of HIV status (e.g. early 
treatment for couples in which only one 
partner is infected).7 Information on the 
population groups most likely to have 
HIV but not aware of their status can be 
used to prioritize and tailor intervention 
programmes and allocate resources to 
those most in need.8
Finally, data on status can be used to 
monitor HIV testing uptake and efficien-
cy.9 HIV surveys should routinely ask for 
self-reported HIV status to characterize 
the state of the HIV epidemic response. 
Normalizing reporting of HIV status 
is one step in a move from exceptional 
HIV surveillance to standard infectious 
disease surveillance. In this era of early 
treatment eligibility and access, with 
survey test results increasingly being 
returned to respondents,10 asking HIV 
status can be seen as an ethical impera-
tive, to permit correct referrals, while 
being minimally intrusive. While stigma 
and discrimination remain important 
concerns and require appropriate safe-
guards, we believe that asking about HIV 
status can lead to a more robust response 
to HIV control and prevention. ■
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